Introduction {#S0001}
============

Autism spectrum disorder (ASD) is a serious condition that involves problems with communication and social interaction, as well as restricted and repetitive behavior, according to the diagnostic manual *DSM-5*.[@CIT0001] The prevalence of ASD is approximately 1%,[@CIT0002],[@CIT0003] but in recent studies, somewhat higher.[@CIT0004] Higher ASD prevalence rates have been reported in immigrant populations, especially in children of mothers who migrated during the child\'s pre- and perinatal period.[@CIT0005]--[@CIT0008]

Early diagnosis and interventions for ASD can have a significant impact on the course of the child\'s continued development,[@CIT0009]--[@CIT0011] and a multidisciplinary assessment is essential.[@CIT0012] Neuronal plasticity and indications of "critical and sensitive periods" on the developing brain during early childhood are important premises for early intervention.[@CIT0013]

It has been emphasized in several studies that close cooperation with parents as well as parent involvement in early interventions are important for children affected by ASD.[@CIT0014]--[@CIT0016]

Parents of children with ASD often experience daily life as stressful[@CIT0017]--[@CIT0019] and suffer mental health problems to a greater extent than other parents.[@CIT0020],[@CIT0021] Raising a child with autism is described as strenuous and challenging,[@CIT0022] but that it can also lead to personal growth.[@CIT0023] Parents often report barriers to access interventions after the child\'s diagnostic process.[@CIT0018],[@CIT0019],[@CIT0024],[@CIT0025] Immigrant parents, or parents who are ethnic minorities, tend to delay help-seeking when their children show developmental and/or behavioral problems, compared to nonimmigrant parents.[@CIT0026],[@CIT0027] Possible explanations for this are language barriers and lack of knowledge of available support.[@CIT0027],[@CIT0028] Furthermore, immigrant parents of children affected by ASD and/or other neurodevelopmental disorders are less likely to access health services and usual sources of support compared to nonimmigrant parents.[@CIT0029],[@CIT0030] Thus, it is of great importance to highlight the support needs of immigrant parents and their children.

The public health services in the city of Gothenburg, Sweden, have implemented a screening program provided through Child Health Centers (CHC), to enable early detection of ASD.[@CIT0031] For children with suspected ASD, neuropsychiatric assessments are provided in specialized assessment centers. For children who are diagnosed with ASD, the assessment is followed by an intervention program in yet another separate treatment center. The process of screening, assessment, and intervention in separate locations is perceived as problematic to some parents, such as causing delays in receiving support or uncertainty during transition periods.[@CIT0032],[@CIT0033] Children of parents with inadequate social and economic resources are less equipped to navigate the obstacles in health-care systems, resulting in a greater risk of failure to follow through on referrals or poor attendance and/or adherence.[@CIT0033],[@CIT0034]

A community multidisciplinary team for preschool children with neurodevelopmental disorders including ASD was established in one district of the city of Gothenburg. The aim of the program was to provide assessment and individually tailored interventions to children with neurodevelopmental disorders, in their own neighborhood, in order to increase the accessibility and continuity in the health care provided. Another aim was to increase parents\' involvement in the interventions. The district is a socioeconomically disadvantaged area, with a majority population of first- and second-generation immigrants, a high percentage of unemployment and a low average income compared to the population of the whole city of Gothenburg.[@CIT0035] The multidisciplinary team offers comprehensive neuropsychiatric assessments, intervention, and support in close cooperation with the child\'s local health center nurse and preschool staff. Thus, families are able to obtain the services needed without having to be referred to separate and distant treatment centers, thereby minimizing unnecessary barriers in accessing services.

In the district in which the multidisciplinary team was established, there is a Family Center that comprised of a CHC, a Maternity Health-care Center, and an open-access preschool, as well as parent support services provided by the Social Services Agency. The CHC responsible for developmental monitoring of children aged 0--5 years, works closely together with the preschools in the district, because most children in this area, as well as in Sweden in general, attend preschool from the age of 18 months. At this specific CHC, about 1400 children were registered at the time of the study (December 2016). When the staff at the CHC (nurse, pediatrician, and psychologist) identify a child with suspected ASD and/or other neurodevelopmental problems, comprehensive assessment and interventions are provided at the Family Center by the multidisciplinary team (pediatrician, child psychiatrist, developmental psychologist, special education teacher, speech and language pathologist, pediatric nurse, and social worker). The parents are interviewed about the child\'s developmental and medical history, current clinical symptoms, and social situation. Various assessments are conducted with the child, such as physical developmental examination, hearing test, blood tests, and sometimes other relevant examinations like electroencephalography. Assessments of cognitive, adaptive, and language functions are also performed, as well as an observation at the child\'s preschool,[@CIT0036] or in the home. If there is an urgent need for treatment, it is initiated parallel to the assessment process. This may include addressing the sleep, feeding or behavioral problems, or the parents\' need for family support.

When the clinical diagnosis is determined and communicated to the parents, they are offered counseling by a member of the multidisciplinary team. Comprehensive information and psychoeducational support is provided to both parents and preschool staff, based on the principles of the Early Start Denver Model (ESDM).[@CIT0037],[@CIT0038] According to the ESDM, parents and preschool staff are taught strategies for playing and communicating with the child in everyday activities. A manualized intervention program, delivered on an individual basis, is also introduced, either ESDM,[@CIT0037]--[@CIT0039] or a comprehensive program called Intensive Learning for Young Children with Autism.[@CIT0040] This intervention program is based on Applied Behavior Analyses and provides a curriculum where imitation is used as a method to teach social interaction, play, communication, language, and academic skills.[@CIT0041] Both of the intervention programs, aiming to increase the child\'s social communication and learning skills, are provided through biweekly sessions with the child, the parents, and the preschool staff. The "intensity" of the intervention program is dependent on the extent to which the parents and the preschool staff practice the new skills with the child in between the sessions. In addition to the manualized program, interventions also involve continuously addressing and treating the individual child\'s coexisting developmental disorders, behavioral problems, and/or medical conditions.

The aim of the study was to gain a deeper understanding of immigrant parents\' experiences of having their child diagnosed with ASD and participating in the community intervention program.

Methods {#S0002}
=======

Study Design {#S0002-S2001}
------------

A qualitative study was designed, based on semi-structured interviews, to capture the parents\' experiences of participating in the community assessment and intervention program.[@CIT0042] In order to fully understand the parents\' experiences, the narratives needed to be described and interpreted, and for this purpose, a phenomenological hermeneutical method was chosen.[@CIT0043] According to this method, the focus is on the understandable meaning of human experiences, captured through the individual\'s narratives. The method is inspired by the hermeneutical theory of interpretation,[@CIT0044] stating that it is possible to gain a deeper understanding of the lived experiences of humans, by differentiating between what a text says and what it is referring to. According to this method, a certain level of preunderstanding is considered useful in the interpretation process. The first author\'s experience of working in the district as a psychologist at the CHC, in cooperation with the community intervention team, was perceived as a useful kind of preunderstanding. However, during the process of interpretation, the researcher needs to be aware of previous knowledge, ideas, and personal views, in order to stay open-minded, and let the text speak for itself, a process called "bracketing".[@CIT0043]

Data Collection {#S0002-S2002}
---------------

Interview data were collected using a semi-structured interview guide, developed by the first author, ÅN, together with the second author, MJ (a physiotherapist and researcher experienced in qualitative studies). The interview guide was developed with the purpose of exploring the lived experiences of the parents\' participation in the community assessment and intervention program. By outlining the objectives of the study, reviewing the literature and using clinical experience, the interview questions were developed. The interview guide, consisting of open-ended questions covered four main topics, as shown in [[Supplementary materials](https://www.dovepress.com/get_supplementary_file.php?f=221908.docx)]{.ul}, [[Appendix 1](https://www.dovepress.com/get_supplementary_file.php?f=221908.docx)]{.ul}. The responses were explored using follow-up questions, to capture the richness and nuances of the parents\' experiences.[@CIT0042] As the main questions were abstract and some parents might find it difficult to provide detailed narratives based on these questions, additional questions were designed to cover different aspects of the main topics.

Altogether 11 interviews were performed, of which the first 2 were conducted by author ÅN, in order to try out the interview guide. Subsequently, interviews were carried out by an external interviewer (a licensed psychologist working with preschool children and their parents in a different area). One parent from each family participated in each interview, except for one of the interviews where both parents chose to participate. The interviews lasted 45--65 mins and were conducted at the local family health center. The interviews were held in Swedish, except for the last two, which were carried out with the help of a professional interpreter. When preparing for the interviews with interpreters, an interpretation agency was contacted with information about the study, and the choice of interpreter was discussed with a coordinator at the agency. Efforts were made to recruit interpreters with substantial experience, and if possible, previous experience with research interviews. The contracted interpreters were thoroughly informed individually prior to the interview, about the aim of the study and interview techniques in qualitative studies.[@CIT0045] All the interviews were audio recorded and subsequently transcribed verbatim by author ÅN.

Data Analysis {#S0002-S2003}
-------------

The interview texts were interpreted according to the chosen phenomenological hermeneutic method described by Lindseth and Norberg,[@CIT0043] a process consisting of three methodological steps: (1) naïve reading, (2) structural analysis, and (3) comprehensive understanding (interpreted whole). The hermeneutic circle was used as an analytical tool, which refers to a process of moving back and forth between the small parts of the text and the whole empirical material, in order to validate the detailed parts in relation to the whole text, and vice versa. The data analysis was mainly carried out by the first and second authors (ÅN and MJ), in close collaboration and with regular discussions. On several occasions, discussions were held with all authors, as well as in seminars with research colleagues, to ensure reliability and credibility.[@CIT0046]

During the naïve reading, the first and second authors read through each of the interview texts several times, in order to get an overall impression and a sense of the material as a whole. It was important for the authors to try to bracket their preunderstanding,[@CIT0043] to be able to read the interviews with an open mind, and yet keep the research questions in focus. During the structural analysis, the authors reread each of the interviews thoroughly, looking for "meaning units", such as phrases, sentences, or paragraphs that seemed to convey an essential meaning of the lived experience.[@CIT0043] When dividing the text into meaning units, there were some parts that did not seem to be about anything related to the research question, for instance, remarks about the weather. These text parts were taken into consideration during the analysis but did not contribute to the formulation of themes. The meaning units were then condensed into single words or shorter sentences. Each condensed meaning unit was expressed as precisely as possible in everyday words. When all interviews were analyzed and all meaning units were detected, the condensed meaning units were reflected upon with regards to similarities and differences. All condensed meaning units that were similar were further condensed, interpreted, and sometimes abstracted, to form subthemes. Subthemes that described experiences on the same topic were assembled into themes, and the overall meaning, the so-called essence, gradually emerged as the subthemes and themes were continuously reflected upon. During the final step (comprehensive understanding), the interview texts were once again reread several times, with the overall understanding and the validated themes in mind, until the naïve understanding was validated through the structural analysis. This meant that it sometimes was necessary to go back and reflect upon certain subthemes or themes, to discuss and reword those that did not seem to be validated through the naïve understanding. During this last phase, existing research relevant to the findings was also used to highlight the findings of the present study, and the themes emerging from the text were used to discuss research results from other relevant studies.[@CIT0043] Throughout the process of analysis, the software package N-Vivo was used[@CIT0047] to enable structuring and organizing the interview transcripts, meaning units, and emerging subthemes and themes.

Recruitment And Participants {#S0002-S2004}
----------------------------

Participants in the present study were parents whose child had been diagnosed with ASD, who had participated regularly in the community intervention program for at least 1 year, born in a foreign country (95% of all parents who took part in the described community intervention program were immigrants). Every family entering the intervention program had been informed about the planned interview study. At the point in time for the study, 16 families met inclusion criteria and were invited to participate in the study by a member of the intervention team. Of those, 15 families expressed interest in taking part and were contacted by the first author who gave further information about the aim of the study. Parents who spoke fluent Swedish were telephoned, and parents who did not speak fluent Swedish were informed during a regular visit at the CHC with the help of an interpreter. Parents who then consented to participate in the study were sent written information about the interview questions that would be asked during the interview and about the voluntary nature of the study. They were informed about their right to end participation at any time without negative consequences for their child\'s continued treatment.

Parents of 11 children chose to participate in the present study. Parents of the four other children declined to participate when they had received more information about the study, referring to lack of time as the main reason. The interviews were performed during September and October 2016. The age of the parents ranged from 24 to 44 years (mean age 34.5). The parents\' years of schooling were as follows: eight had completed high school, three had 2 or more years of higher education (college/university), and one had not completed elementary school (mean years of schooling was 12 years). All parents but one lived together with the child\'s other parent. The median amount of time since the parents\' migration to Sweden was 9 years, with a range between 2 and 30 years. The number of children within each family ranged from 1 to 4. Each of the children, in addition to the ASD diagnosis, met criteria for one or more additional developmental problem, including attention-deficit/hyperactivity disorder (AD/HD), speech and language problems, learning disabilities or intellectual developmental disorder. Participant demographics are summarized in [Table 1](#T0001){ref-type="table"}. Table 1Demographic Description Of Participating Parents And Their Children (n=11)InterviewAge Of Parent (Years)SexRegion Of BirthYears Since Migration To SwedenEmploymentYears Of SchoolingAge Of Child (Years)Order/No. Of SiblingsSeverity Level Of ASD132FEast Africa6SFI1241/4Level 1224FMiddle East12Part-time job1251/1Level 2339MNorth Africa30Unemployed1153/4Level 1440MMiddle East13Full-time job1451/2Level 1535FEastern Europe2Full-time job1752/2Level 2642MMiddle East25Disability pension1243/3Level 2744MMiddle East7Self-employed1453/3Level 2828FEast Africa9Full-time job1143/4Level 2943FEastern Europe14Full-time job1252/2Level 21025FEast Africa4Asylum seeker831/3Level 31125FMiddle East5SFI1251/1Level 2≈34MEast Africa9Unemployed10≈≈≈[^1]

Results {#S0003}
=======

An essence emerged from the analysis of the interview texts, based on three main themes relevant to the aim of the study, is illustrated in [Figure 1](#F0001){ref-type="fig"}. Each of the main themes consists of four or five subthemes (see [Figure 2](#F0002){ref-type="fig"}), and in the following presentation, subthemes are illustrated by quotes from the interviews, translated into English. Following the quotes, a number in parentheses indicates the order in which the participant was interviewed. Figure 1Three main themes were interpreted as a process which constitutes the essence of the parents\' experiences.

The essence of the interview themes, new ways of understanding my child made life more hopeful and more challenging than before, was interpreted as a process that parents described going through during their involvement in the child\'s assessment and intervention program. During the process, parents experienced that they learned more about their child, and for some of the parents this kind of knowledge was completely new. The first main theme, an overwhelming diagnosis, describes the different feelings parents reported going through upon learning about their child\'s diagnosis. The feeling of understanding their child was perceived as gradually growing stronger as parents became involved in the child\'s interventions, which is described in the second main theme, cooperating with the team. Taking an active part in the child\'s interventions was experienced as generating both emotional and practical consequences for the parents, which was interpreted as the third main theme, growing as a parent. Figure 2Presentation of the subthemes in each of the main themes.

An Overwhelming Diagnosis {#S0003-S2001}
-------------------------

The first main theme concerns the different emotions and reactions that parents described upon learning about their child\'s diagnosis. Some parents stated that it was their own initiative to let their child go through the diagnostic process, due to their worries about the child\'s development and behavior. Others reported that the assessment was initiated by the child\'s CHC nurse or the preschool staff. Parents were not asked questions about their feelings before the child\'s assessment; however, they mentioned feeling worried and insecure about what would happen next. For some parents, the diagnosis did not come as a surprise, but instead experienced the diagnosis as a confirmation of their earlier worries. For others, the word autism was completely new, which seemed to make the process of understanding and accepting the diagnosis more difficult.

### Dealing With Emotions {#S0003-S2001-S3001}

Learning about the child\'s diagnosis triggered emotions that were experienced as difficult to manage. Parents expressed reactions like feeling shocked and alarmed:"No, actually both of us experienced the same kind of shock. Well ... I think the mother a bit more maybe. She was crying so much, she was sad all the time ... and she still says: it can\'t be true! (6)."

Another emotional reaction commonly described was sadness, and experiencing a period of mourning: "It felt ... I just began to feel really sad.... Firstly because she doesn\'t speak, secondly because she doesn\'t listen. So ... it just felt really hard, having a child who\'s different ... " (10). Talking to one\'s partner was described as a helpful way of dealing with the difficult feelings. Another way of dealing with emotions was turning to a member of the intervention team for counseling, because this was offered to each of the parents after their child received diagnosis.

### Never Heard Of Autism {#S0003-S2001-S3002}

The word autism was experienced as a completely new concept for some parents, and they were faced with a whole new world of knowledge. Parents described how they previously had made their own interpretations of the child\'s behavior, for instance as a sign of physical problems: "At first I thought he has to see a doctor to have an examination to sort out the problem.... It\'s something he has ... somewhere he\'s in pain ... or suffers from some kind of disease ... but I was never aware of any autism. \[...\] That didn\'t exist in my mind, those kind of diseases ... (1)"

Another parent recalled making no interpretations at all, just accepting the child\'s strange behavior: "Before the assessment, like I said before, I thought X just liked spending time with the mobile phone. But after the assessment, I\'m feeling more bothered ... or worried ... about X\'s behavior" (10). Parents who reported no previous knowledge of the word autism expressed a need for more information, through individual counseling, during the process of learning about the diagnosis.

### Fearing Stigma {#S0003-S2001-S3003}

Parents expressed fear of telling others about the child\'s diagnosis. They described being afraid of what other people would think and how they would respond. One example was fear of other\'s judgement: "People don\'t understand ... that\'s why we avoid sitting around and telling others ... \[...\] And to be honest, sometimes you shouldn\'t tell just anybody, because they might go around gossiping ... "(6). Another example was hesitating to tell the extended family about the diagnosis because of their assumed negative preconceptions: "We haven\'t told the whole family that he has autism. With autism you think such serious things ... \[I: Mhm ... what is it one thinks?\] When you say autism people will think he\'s stupid, or handicapped and so on ... with autism you think of really serious diseases. (7)"

In summary, the theme fearing stigma was interpreted as being afraid that telling others about the child\'s diagnosis would cause negative consequences for themselves or their child.

### Sense Of Relief {#S0003-S2001-S3004}

Parents described that learning about of the child\'s diagnosis, besides the difficult feelings, also gave them a feeling of relief. They expressed that it made life easier to know why their child was behaving differently compared to other children, and how they could manage their child\'s needs: "When we started this ... after a few meetings, you know ... you knew more what it\'s all about, and somehow this was easier to cope with" (9). Learning about what was causing the child\'s delayed or different development gave a sense of comprehensibility, and that there was something the parents could do to help their child. Finding out the child\'s diagnosis was also described as relief from a sense of guilt:"... before I was feeling ... I had a feeling of guilt. I thought: why is he like this? Is there something we didn\'t do well enough? Is there something we did wrong, you understand? I felt guilty.... But now that I know, I ... or we ... don\'t feel that way anymore. (2)"

Cooperating With The Team {#S0003-S2002}
-------------------------

The second main theme describes different aspects of parents\' experiences of being involved in the child\'s intervention program. Several aspects were expressed as facilitating factors, like being able to get in touch with the intervention team easily, meeting the same professionals throughout the assessment and interventions, as well as being thoroughly listened to. Feelings of disappointment were also reported, mainly expressing a need for more frequent and longer sessions with the intervention team.

### Feeling Important {#S0003-S2002-S3001}

During the diagnostic process, and throughout the intervention program, parents met numerous times with the multidisciplinary team. They described the team as attentive and perceptive, making parents feel that their experiences, thoughts, and feelings were important. Parents also expressed being able to adjust the interventions according to their child\'s capability, for instance, the level of difficulty or the speed of moving forward: "I noticed that when we felt things were going too fast, we told them, that this is too fast for X. Then they adjusted the schedule ... "(5). Together with the child\'s preschool staff, parents were taught exercises to practice with the child. Feelings of satisfaction were reported, concerning the fact that they as parents were the ones teaching their child new skills, and noticed that it made a difference. Regardless of how frequently parents reported being able to practice the exercises, they expressed joy about making an impact on their child\'s development. "But at first we didn\'t know how to do this, but then they began to help us here at the center, how to teach X, to help him develop new skills. They gave us exercises, and gave the same exercises to the preschool ... we did this together. We did it here, then at home, and then the same at the preschool, and that makes three, and each helped a bit ... and that\'s how it works (snaps his finger) ... it helps. (7)"

### Being Close {#S0003-S2002-S3002}

In many aspects, parents described feeling comfortable and satisfied being involved in their child\'s intervention program. The fact that they were able to come and see the team in the local family center, not having to travel far, was considered important for some of them: "We didn\'t have to go all the way across the city to see the team. Yeah ... that was better for us. Otherwise it would have been hard, both for us, and for X too" (4). Some valued being able to get in contact with the team easily, and schedule meetings on short notice: "In the beginning, I contacted them, or called them, quite often ... rather often. More than usual. I asked quite a lot of questions. But now these contacts aren\'t as frequent. If I feel I need their help, they schedule an interpreter, and we meet with them. (11)"

The possibility of meeting the team in a place they were already familiar with was described as important both for the parents and the child. The importance of meeting the same professionals throughout the process, both during the assessment and the subsequent intervention program, was also stated. Parents experienced getting to know the professionals well, which was interpreted as an important part of feeling close and comfortable. "The first time you meet with someone it\'s always ... you feel unsure of what will happen. But then after a while, once you get to know them, the people who are supposed to help you ... to help us, you feel more helped ... as for me I felt really, really helped. And you feel they\'re close, and you can talk to them about all the problems you stumble across. (1)"

### Navigating Service Systems {#S0003-S2002-S3003}

Having a child with ASD means having to navigate and maintain regular contact with a multitude of different professionals and agencies, such as preschool staff, the Social Services, the National Insurance Office, as well as different public health-care units. Parents talked about the fact that they as immigrants needed more information and support in understanding the public systems of health care and social services: "And another thing ... since one is new in this country, one doesn\'t have a clue of what help there is, you know, and where to turn to for that help. That\'s a good thing about this place, you can just ask them. (9)"

Parents expressed that the support provided by the team was considered helpful. Not only because of the information they received but also because they were supported when establishing contact with new service agencies when needed, like telephoning, setting up a meeting, or being accompanied to the first meeting. "They know which units to turn to, they know where to go ... if I\'m feeling sick, or if I\'m not feeling well, they take you to the place and show you. Like they\'ll go: Here\'s what you need, if you want it. You\'ll feel better.... The social services can help you, and we can help you get in touch with them. So ... you can get all the help you wish for, just anything, they\'re so helpful with children and their parents, really ... (1)"

### Wanting More Support {#S0003-S2002-S3004}

When asked if there was anything lacking during the child\'s diagnostic process or the intervention program, parents in general responded that they were satisfied with both the assessment and the intervention program and had no further requirements. Feelings of disappointment were also reported, such as expecting more frequent appointments with the team, or that the sessions had lasted longer: "X doesn\'t receive as much help as we expected. People we read about receive interventions at least 45 minutes or more every day. We see the team once every second week or sometimes even once a month, that\'s not enough. (10)"

Another example of wanting more support was the expressed frustration about being expected to perform the exercises at home with the child: "We expected ... in our heads ... a lot, actually. That X would be offered a lot more help, a lot more support. That he would attend a center with experience and knowledge of children with autism, and go there every day. Me or his mom ... or ordinary people, we can\'t understand X that easily. (6)"

Growing As A Parent {#S0003-S2003}
-------------------

The third main theme illustrates parents\' descriptions of how their parenting was affected by their involvement in the child\'s intervention program, and some of the perceived consequences. Parents expressed different ways in which their interactions with the child had changed, as well as the relations within the family, as a result of the new ways of understanding the child that they had gradually acquired. They reported both emotional and practical consequences, which are described in the following subthemes.

### Interacting With The Child {#S0003-S2003-S3001}

While the parents continuously acquired knowledge and understanding of the support needs of their child, they also experienced changes in the way they interacted with the child, such as being more proactive and avoiding unnecessary conflicts with the child. "I try to explain things to him, but if he still doesn\'t want to do the thing I\'m asking him to, then it\'s ok. You shouldn\'t make a great fuss about things, that\'s what I\'ve learnt. Have patience. I\'m not actually that kind of person. In my childhood and youth, I\'ve always been the kind of person who snaps immediately, kind of. But now that I have this knowledge, I don\'t any more ... (2)"

Some parents described that altering the way they interacted with the child contributed to positive changes in their child\'s behavior: "It was both him and us that had to ... agree, we had to understand each other. And I ... sometimes he\'s caught by something ... some activity, and doesn\'t want to leave. But I know now I\'m going to have to wait for him. \[...\] ... otherwise he\'s not gonna cooperate. And now it definitely takes less time than before. (5)"

### Bringing The Family Together {#S0003-S2003-S3002}

One of the experienced consequences was that the new way of understanding their child increased the couples\' ability to cooperate, by sharing responsibilities, and taking turns in managing their child\'s routines. Parents described that the mutual and growing knowledge about their child strengthened the communication between them: "In a way, we started to sit down and talk to each other: how do we solve this? How do we handle him? To find solutions, find help, to read a lot about autism, and so on.... This has opened a lot of opportunities and pathways for us ... (6)"

The parents also perceived a strengthening of the family as a whole, and that the interventions had led to a growing feeling of cohesiveness and increased understanding for all members of the family: "I believe that the diagnosis affected our family in a positive way. And another thing, the members of our family affected each other\'s feelings too, it brought us closer together, you could say. (5)"

### Organizing Daily Life {#S0003-S2003-S3003}

Along with the new ways of understanding their child, parents described being able to organize daily life more efficiently. They developed strategies to improve routines and overcome logistic challenges, and reported new parenting skills that made daily life easier: "We make a daily schedule for him, and they make one at the preschool too. We noticed that if we don\'t make the daily schedule, it doesn\'t work, he can\'t manage without it. But when you have a schedule with fixed activities, it works quite well. (11)"

Managing daily routines was experienced as a challenge, but examples were given of how these were overcome, through the development of organizational skills enabling leisure time and family activities to be planned more efficiently: "You have a great deal to keep up with at times, but ... we try, and it does affect our daily life, it really does. Sometimes we have to consider the whole family\'s needs, and we have to devote lots of time to plan the extra activities, when we break the normal routines. (3)"

### A Burden Too Heavy {#S0003-S2003-S3004}

Daily life with a child affected by ASD was percieved as demanding, and the circumstances sometimes impossible to manage. The child\'s participation in the intervention program was energy- and time-consuming. Parents expressed that other factors, such as their employment- or housing situation, made it difficult to find time and energy to practice the new skills with the child, as much as they would have wanted to: "It\'s my situation that\'s really hard, me and my kids are lodgers in one room, so there\'s not enough room. Then there\'s my other kid who cries a lot, it\'s all just too much for me" (10). Parents who had more than one child often described it difficult to find enough time for their other children. The situation in the family was sometimes complicated for the siblings, who often felt it was unfair that the child with ASD was given more time and attention: "For sure, she \[sister\] doesn\'t like it. \[...\] It\'s really hard to find the time for all of them, and she\'s not happy about me just taking X to the interventions" (8).

### Hoping And Despairing {#S0003-S2003-S3005}

Throughout the narratives, parents described struggling with conflicting feelings concerning their child with ASD, and their relationship with the child. Some of these thoughts and feelings were experienced as positive, like feelings of wonder and joy watching the child make progress. Parents felt pleased about the child\'s increased social awareness and enhanced communication skills, and, as a consequence, experienced less worry than previously. "We\'re not worried any more, never ... We were before, when this whole thing started, but these past six months ... this past year, our feelings have changed." (4). Parents expressed feeling more confident in their parenting: "I think that when I have ... when I see myself from another angle, like being at work, taking different courses, having so many duties to fulfill, plus the duties as a parent, plus working extra with X ... then I realize how much work it actually requires. And it makes me feel stronger, seeing all the things I\'ve accomplished. (5)"

The narratives were also filled with sadness and distress concerning the child\'s difficulties. Parents described feeling constant worry about how the difficulties would affect the child\'s future life. "I don\'t know, really, that\'s what makes me worry the most. This autism of his, how is it going to affect his future? I\'m worrying that maybe X will end up in the wrong place ... I think about that a lot. (1)"

Having to think about future demands and parental responsibilities was perceived as emotionally challenging. To handle difficult thoughts, parents described strategies they had developed, such as taking one day at a time, not planning too far ahead in time, or trying to stay positive: "I\'m trying not to see the negative side, and try to think it\'s all going to work out. Even when it´s really hard. Like things are now, it\'s really, really tough. But I\'m trying to stay positive, and do what I can. I do my best. Then ... that\'s all there is to it. (8)"

Discussion {#S0004}
==========

Parents in the present study described going through a process, where the child\'s assessment and the subsequent intervention program were intertwined, thus not separate experiences. They experienced that their knowledge about ASD gradually grew and transformed into a deeper understanding of their child\'s needs. The new ways of understanding their child were perceived as triggering both positive and negative consequences, with regard to relationships within the family, as well as the parents\' own emotions and well-being. The essence that emerged from the parents\' narratives, new ways of understanding my child made life more hopeful and more challenging than before, is in many aspects consistent with results from other qualitative studies exploring experiences of parents caring for a child with ASD.[@CIT0018],[@CIT0019] Parenting a child with ASD has been reported in many studies as carrying with it numerous challenges and difficulties, and is often the source of emotional strain and psychological distress, while at the same time allowing for positive experiences of joy and personal growth.

The aim of the present study was to gain a deeper understanding of immigrant parents\' experiences of having their child diagnosed with ASD and participating in a specific community intervention program. One of the main findings in our study, described in the subtheme never heard of autism, concerns the fact that some parents possessed no previous knowledge of the concept of ASD. This lack of knowledge seemed to affect their experience of the child\'s assessment and intervention program, as the challenge to achieve new knowledge and understanding of their child seemed more time-consuming and demanding. This finding is consistent with a recent qualitative study of Somali parents in the UK.[@CIT0028] However, the sample of parents in the present study is more diverse, as it includes parents born in several regions of the world. Interestingly, those parents who expressed a lack of knowledge of ASD were born in Africa or Middle Eastern countries, whereas parents from Eastern Europe did not. These findings pinpoint the importance of addressing parents\' previous knowledge of ASD early in the assessment process, in order to provide adequate and individually tailored support to each family.

Another important finding in our study is described in the subtheme navigating service systems. The perceived difficulty in navigating Swedish support services such as health services, social security services, or available parental support provision may be linked to the parents\' immigration background (all but two had arrived in Sweden as adults). This is in line with the experience of Somali parents in the study mentioned previously.[@CIT0028] However, the parents in the current study expressed satisfaction with the support they received from the intervention team in gaining access to services, such as finding information and contacting the services needed.

On the other hand, knowledge about the systems in themselves is not sufficient, which was shown in a previously mentioned study by Carlsson et al,[@CIT0032] conducted in the same city as the present study, but with a study sample consisting mainly of nonimmigrant parents. In the Carlsson et al\'s[@CIT0032] study, parents did not explicitly express a lack of knowledge about available support systems, but nevertheless perceived navigating the systems as challenging.

As well as being problematic for parents whose child has received a diagnosis, a lack of knowledge of available support systems is a common problem for immigrant parents on a general level, leading to delay in seeking help, and possibly causing underdiagnosis of immigrant or ethnic minority children showing signs of ASD.[@CIT0026],[@CIT0027] Providing information about ASD and other developmental disorders to immigrant parents, in addition to providing accessible assessment and treatment services, is equally important, in order to ensure early intervention.

The current study found that taking an active part in the child\'s interventions was considered important, and the main theme cooperating with the team describes the parents\' experience of being involved in the child\'s interventions. As the evidence suggests that parental involvement is an important prognostic factor for the success of early behavioral interventions for children with ASD,[@CIT0014],[@CIT0016] this is a positive finding. The subtheme feeling important illustrates how parents described being able to influence their child\'s interventions. A conclusion made from these results is the need to not only adjust the interventions to suit the children\'s needs and abilities but also to modulate the interventions in accordance with the parents\' resources and the family\'s life situation, as pointed out by Vivanti et al.[@CIT0015]

Our study shows that parents whose children were offered both integrated assessment and interventions by the same local team, and individual support according to their needs, perceived the intervention program as helpful. They appreciated being able to get in touch easily, meeting the team in a location close to their homes, and staying in contact with the same professionals throughout the assessment as well as the subsequent interventions, factors which appeared to provide feelings of comfort and continuity illustrated in the theme being close. Studies have shown that in cases when assessment and intervention are provided in separate locations, parents experience uncertainty during transition periods and delays in receiving support.[@CIT0032],[@CIT0033]

The first main theme, an overwhelming diagnosis, shows that emotional reactions experienced by parents upon learning about their child\'s diagnosis may vary, and that receiving an ASD diagnosis often elicits a range of emotions for parents to deal with. If parents have previously suspected the child\'s disability, the diagnosis might be experienced as a relief, a conclusion also drawn in a study by Russel and Norwich.[@CIT0048] However, several studies have shown that the child\'s ASD diagnosis often evokes ambivalent feelings.[@CIT0023],[@CIT0032],[@CIT0049] One reflection made during the analysis of the present study was that parents who did not initiate their child\'s assessment, but were referred by someone else, might have reacted with more negative emotions than parents who initiated the assessment themselves. Parents in the present study also expressed feeling afraid of telling others about the child\'s diagnosis, because of fear of meeting judgmental attitudes in family or friends, which is illustrated in the subtheme fearing stigma. The importance of understanding cultural views of ASD, and the need to raise awareness and reduce stigma has been indicated, in order to prevent families from delaying to seek help.[@CIT0028] The parents\' previous knowledge of ASD is likely dependent on their country of origin, culture, and educational background, which is yet another reason to explore parents\' previous awareness and beliefs of ASD early in the assessment process, in order to reduce the fear of stigmatization.

Parents experienced positive as well as negative consequences while being involved in the community assessment and intervention program, which is described in the third main theme growing as a parent. They expressed a challenging day-to-day life, where time and energy were never sufficient, and a lack of opportunity to regain energy. A constant feeling of insufficiency in regards to meeting the child\'s needs as well as the rest of the family\'s needs, seems to be a common source of stress experienced by many parents of children with ASD.[@CIT0019],[@CIT0022] Despite the challenging day-to-day life, parents in the present study described positive experiences, such as learning how to organize daily life in more efficient ways, developing new ways of interacting with their child, and contributing to their child\'s progress. Feelings of joy and hope for the future were expressed by some parents, which is in accordance with a study by Altiere and von Kluge.[@CIT0023] Another positive consequence experienced by parents was how it affected relationships within the family, outlined in the theme bringing the family together. Results from studies on the impact on the marital relationship for parents raising a child with ASD have been conflicting. Hock et al[@CIT0050] found that the marital relationship was strengthened by the couples\' mutual struggle for their child with ASD, while Myers et al[@CIT0051] found that couples in the same situation were challenged in their marital relationship, and that this was a common cause of divorce. In the current study, parents described that their marriage was strengthened. It would be interesting to explore further whether this is linked to the parents\' involvement in the community intervention program, or whether there were other factors that explain their experience of a strengthened marital relationship.

More studies are required in order to gain further understanding of immigrant parents\' perceptions of early assessment and intervention for children with ASD. The need for individualized assessment and intervention is recognized, as can be seen with the Canadian program described by Sritharan and Koola,[@CIT0052] which, like the intervention program described in the present study, offers a culturally sensitive intervention program to immigrant families of children with ASD.

Strengths And Limitations {#S0004-S2001}
-------------------------

As the current study uses qualitative methodology, the variation in background among the sample population, such as years of schooling, time since migration, and regions of birth, presents as a strength. A larger sample of parents might have contributed to still more aspects of parents\' lived experiences coming to light, because both children with ASD and immigrant parents are population groups with great diversity. The downside of heterogeneity of the participants is that it limits the conclusions that can be made. However, as a qualitative method was used, generalization of the results cannot be expected. Two of the interviews were conducted through an interpreter, which was considered both a strength and a limitation. The strength being that all parents who were involved in the intervention program were invited to participate in the study. The inclusion of interpreted interviews however confers a risk of losing the parents\' own words and narratives. By contracting experienced interpreters to work alongside an interviewer, also experienced in working with an interpreter, our intention was to minimize that risk. The parents in the present study expressed a range of positive experiences of being involved in the local intervention program. One might question whether the fact that the intervention was still ongoing may have affected their truthfulness. However, this was alleviated by the fact that the interviewer was not personally involved in the intervention program.

Conclusion {#S0005}
==========

This study describes the experiences of immigrant parents in Sweden participating in a community assessment and intervention program for preschool children with ASD. Their experiences are partly universal, shared by many parents raising children with ASD in other parts of the world. However, our findings reveal the unique experiences and challenges for this group of parents. Above all, parents in the study described that participating in the community assessment and intervention program, provided close to the families\' homes, was experienced as easily accessible and overall helpful. Parents appreciated the support they were provided to lessen the burden of navigating service systems, especially as they experienced a lack of knowledge of available resources as a barrier. This highlights the need for comprehensive societal support for immigrant parents. Due to parents\' varying knowledge and preconceptions of ASD, the information and support provided to immigrant parents also need to be adequate and considered early in the assessment process. The study shows that interventions for children with ASD should be individually tailored according to the child\'s needs as well as the parent\'s resources and life situation. More research is needed in order to understand the complexity of challenges faced by immigrant parents and their varying needs of support.
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[^1]: **Notes:** According to DSM-5^1^, ASD is described according to the level of severity, where level 1 is the mildest form ("requiring support") and level 3 the most severe ("requiring very substantial support").

    **Abbreviation:** SFI, Swedish for immigrants (language studies).
